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To the funders, all team members who are supporting this work, and 
to the persons living with dementia, their caregivers, and care settings 

who have participated in the various parts of this research



Thoughts about LTC home residents’ QoL from the perspective of Hom and 
Sam



What does QoL mean?

Quality of life

A person’s physical, emotional 
and social well-being

Quality of care

Objective indicators of 
unfavorable outcomes

Multiple other factors

E.g., relationships, sense of 
purpose, social determinants

RAI-MDS 2.0 Not routinely measured

“It is sadly narrow to define quality as the absence of negative outcomes. Absence 
of bedsores, absence of depression, absence of malnutrition—these are hardly 

evidence of a good quality of life or goals to inspire generations of care providers.”

Rosalie A. Kane, Gerontologist 41(3), p. 297



Challenges in measuring QoL



Criteria an ideal QoL measure should meet

Reliable

Valid

Inclusive

Feasible

Acceptable

We examined over 30 tools 
that have been used to assess 
the QoL of PwD in NHs



Extensive review of the 
literature and 

consultation with PwD, 
caregivers, care staff 

=> conceptual 
framework

Development and 
validation of the 

DEMQOL & DEMQOL-
Proxy

Extensive validation 
and use of these two 

tools

Development and 
validation of the 

DEMQOL-CH

Our Canadian 
feasibility and 

validation work

Development & validation of the DEMQOL



The Counting What Counts Study

10% sample (stratified 
random) of LTC homes

Five Canadian provinces 
(BC, AB, MB, ON, NS)

Assess QoL of those living in 
NHs and SDH not routinely 
collected

Link to the routinely 
collected RAI-MDS data



The Counting What Counts sample

Province

Nursing 

homes Residents

N (%) RAI 

available Staff

Alberta 15 667 624 (93.6%) 128

British Columbia 21 941 745 (79.2%) 121

Manitoba 8 460 460 (100%) 55

Ontario 21 994 950 (95.6%) 27

Nova Scotia 5 171 171 (100%) 132

Total 70 3,233 2,950 (91.2%) 463

69.3%

Women 85+ years

53.6% 23.1%

Education

< high school

Immigrants

21.6%

9.9%

Other than

White

16.9%

English as

additional
language

Non-Christian

religion

2.0%

Indigenous

1.5%

32.9%

Large (< 120 beds)

31.4%

For-profit

20.0%

34.3%

Rural

No person-centred

care model



QoL distribution overall and by province

84

86

88

90

92

94

96

98

AB BC MB NS ON

QoL score (min: 31, Max: 124)

Mean [95% CI]: 93.3 [92.2; 93.3]

Median [IQR]: 95.0 [83; 105]

Women < Men

Racialized > non-racialized
Rural > urban
Large home < small Home

Next steps: statistical models assessing social determinants of QoL, profiles of 

residents with high/low QoL  



Feeding back and discussing data with interest holders

Facility-specific

and region-

specific feedback

reports

Summary graphics,

lay explanations

(comparing home

to other homes
in region/province)

QoL breakdown

by item QoL breakdown by item

and resident



Feeding back and discussing data with interest holders

Core team to draft feedback reports, accommodating regional needs 
(Summer 2025)

Disseminate facility-level reports to participating facilities and 
region-level reports to region-level decision makers and general 
public (including caregiver organizations)

Virtual feedback summits (Fall 2025): Presentation of findings, panel 
discussion, recorded break-out discussions, report back

Data analysis, summary report: interest holders' input on findings 
(relevance, alignment with their experiences, additional context, 
implications, possible next steps/improvement strategies, ...)



Final thoughts from Hom and Sam



Questions?

Matthias Hoben (he/him), RN, Dr rer medic 
Associate Professor, Helen Carswell Chair 
in Dementia Care

School of Health Policy and Management
Faculty of Health | YORK UNIVERSITY 
Room 301E Stong College

Toronto ON, Canada

Email: mhoben@yorku.ca


